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Executive Summary 

Handicapping may be described as a chronic physical, jj^ental^or emotional 
condition that limits an individual's ability to perform activities appro- 
priate to his or her age group* Handicapped people represent a large and 

diverse group numbering about 33^ million in the United States* Although 

* 

the oral health status of the handicapped population cannot be precisely 
deflifed, it is known that^thls group has proportionately gxeater^ dental 
treatment needs and receives less dental sexrvices than the "normal" pop- 
ulation* Many l^andlcapped p^eople 'f ace barriers to dental care posed by 
the cost of dental services, transportation difficulties, poor design of 
buildings and dental offices, and difficulties in identifying and securing 
a source of dental care* ' ' 



Congress has authorized several different programs whereby the Department 

supports activities "^o. improve and e^pat\d dental services for handicapped, 

} ■ ' ' 

persons* Among these^ are programs such as Medicaid, Head Start, Maternal 

and Child Health and Crippled Children's Services, Developmentil Disablll- 

ties. Vocational Rehabilitation, EPSBT, National Health Service Corps 

and Community Health Centers* Not ^1 of these programs have a specific 

A 

focus on handicapped people,' but they do provide dfental Services for 

/ 

handicapped as well as non-*handicapped individuals* Additionally, i ^ 

several training programs for dental students and dental auxiliaries aJ^ji 
being supported • 



It is difficult to determine the fifll impact of th|^e programs on the 
dental needs of handicapped people because the neccA'sary data are not 
being collected on a routine basis* Among the areas that ^pear to need 
strengthening or improvement, however, the following. may be cited: 
\ . vi • 



o coordinatioa within the Department-, of activities relating to the' 
oral iiealth of handicapped persons , 

\ 

o trailing of dental students in the care of handicapped persons'; 

o access of handicapped persons t;o private dental offices, 

o institutional dental facilities used to treat handicapped * 
persons,,, 

o access of needy, handicapped adults to dental services under 
Medicaid , 



o financial renumeration of providers of dental servicers to^ the 
handicapped', ^ 

o educational and inflj^^ional programs for handicapped persdfrs, 
their parents or guar^laus, health care providers, and others in ' 
frequent contact with handicapped individuals, ^ 



o access of handicapped persons to dental disease preventive 

* 

measures, « 

o hospital and/or dental school based treatment programs for 
handicapped people, ^ 

vii 



o reaearch and development relating to the oral health of 
handicapped persons , and ^ j 

o training of dental school faculty, dental hygienists, and 
auxiliaries in the care ^of handicapped- p^sons • 

Remedial actions that are being prpposed include; 

o establisKment of a focal point vithin the- Department foi? 
activities relating ^to the oral health of handicapped persons 
in order to improve coordination of such activities among the 
different agencies and components of. the Department,* 

o support for a program of dental 9<:udent (graining in the care 
of handicapped people in each dental school in the United States * 

o support for the remodeling of selected private dental offices, 
and the upgrading of institutional dental facilities tf/v the 
purpose of maMng -those facilities more accessiljLe to handicapped 
persona and capable of offering dental services* to them in a safe, 
humane, and dignified manner,* 

o changes in the Medicaid J^aw and/or regulations to provide for 
greater flAanci^l incentives for dentists who treat Medicaid- » 
eligible |>atients, and the provision of dental service^ for needy, 
handicapped adults as a mandated, rather than an optional, ser- 
vice,* • • " 



•Action* deemed to be ofhlghe«t priority are. indicated by an asterisk. 
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o support for aad implementation of dental health educational 

♦ 

and informational programs for handicapped persons, their parents 
or guardians, health fzare providers, and other persons in frequent ' 
<rontact with handicapped people,* 



o support. of dental disease preceptive measures such as communil 
and school fluoridation, supplementary fluoride use, and ihstruction 
In oral hygiene, diet and nutrition,* 



o support for the development andj expansion of hospital and/or 
dental school based treatment programs for handicapped people*,* 



o support of research and development ^relating to the otal health 
ot handicapped people,* 



o support of training programs in the care of handicapped persons 
for dental school faculty,* dental hygienists and auxiliaries, 

o financial incentives for dentists- to attend continuing education 

courses on the care of handicapped people, 

♦ 

o support for symposia conferences, And workshops dealing with 
the oral health problems^f handicapped people^ ' 

^ ix • . 



o silpport for the development of directories of treatmfeft| and trans 

' "* ^ * ^ *• ■ ' 

portatlon- resources' for handicapped persons , ' 

o support for the creation of a centralized system to monitor and 

... y * ' ' . 

, * , •. ' . 

evaluatg progresa being made In improving, the, access of handlca^jped 
persons to dental care« ' 
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I r • » . • ' 

Mu«^wtr«aily acc«pc«d definition of "handicapped people^"* does not •eem 

' ■■./.,.'>.'■■■ 

3 , to.exiat. Generaii/, -^lowever , a •perao4 is considered handicapped if , 

dua to a physlcaJ., mental, or emotionai conditio^, ha, or she is suffi-j, 

. , * cii«ntly disable^ so to be' un^blS t»\perform aonte or *all"o*f trti« . 

•% 

* actl^ricles considiired ntfjnpa«l for another per^n of the* same age. • 

• ' * y * . » 

This group is lapge and/dl^er^e and-^ncludejs person^ who are» young and , 
*' f y old, rl(;h and poor, 'black and white, and "^institutionalized and\non-" 
^, •■ . Ji*sCitutionalized. Handlcappad tei'%on8 may b^ <!eaf, blind,*" mentally . 

•11 »"T5entally retarded, alcoholics, drag addicts, cerebifal-paJ,gied , 
epileptics aad hemophiliacs — to name just some of the categories «f 
.in<Jividuals often identified as handicapped. ' • ••.** * 



« « 



, Because of the srtB and diversity of the haj^icapped ><^|)ulatioa /is 4 

recommendations designed to imj<rove its acqi^^s* t^^ental ^ * 
care must be .stated in broad Wd general/ tertas • For example^, in ind'i-^ 
vidual with a cleft palate may require a spectfum ofymedical and deijtal 
strvices va'^cly different frfi^i^ those needed by a Jjjjjj^pftilJcac indiviaual 
and the approach to securing these ktrvlcftft can vary.; In the hemophiliac 

* the scope of tha dental setvices requirW may bi^ quj,te similar to those 

• t> -/■■■< 

oellded by Che average person, but ch* stn<ple remfiiwi of a tooth is enor- 

mousjy complicated by the patient's underlying condition. To further 

Complicate chii picture,, there- are handicapped people who are unable 



*Thf workgroup ricogtiites that persons with one or nfore disabilities 
ari referred -to as "handicapped" by others but not necessarily by 
thAfcseives.' 'fha tettt "handicapped" has been, used only because it is 
In cooqioA ufagii. ; , " . 
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to C9op«rtt« in th« treatm«nt process. For example, the severely retar- 
ded individual may require general anestt>eaia in order for pieeded dental 
services to be^ received. In gerteral, the sKiecific functional limitations 
are more meaningful than diagnostic cJr other labels with regard to accom- 
modatlons needed for dental care. 

Cbmpoundlng the problems of -handicapped people In securing dental services 
are barriers postd by cgst, immobility and' transportation difficulties, 
Ignorance, design of. buildings and dental offices, fear (on the part: 
^ of patients to receive treatment "and dentists to render treatment), 
lack of Icnow how by the dentist, and above average dental neglect and 
treatment needs. The list could go on. Some of the above barriers also 
-apply to non-handicapped people, but they are almost .universally applicable 
to handicapped people* ^ 

It may .be appropri,^te to note at this point that although the dental 
problems of handicapjped persons .are seen.«s important by the work group, 
these problems may not be perceived in the same way by administrators ^ 
of hospitals and institution* ^; officials of all dental societies, direc- 
tors^ of rehabilitation programs, developmental disability councils ,\ and 
other high level persons or bodies in positions to set policy and make - 
decisions to infprove the situation. Generally, dental problems are ••: 
viewed as being at the low end of the totem pole by many persons who run 
large progr^ims affecting handicapped^^^^ons . This 'rieport does not 

intend these comments to be critical, but rather, to point up the need 

• - ^ ^ • ■ i ' 

for the education of persons In authority to the dental needs of handl- 

capped persons. . / 

M . 
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Data'of national acopa that define the oral health status of the handi- 
capped population, the number of dentists who treat handicapped people, 
and the number of handicapped individuals who receive adequate dental 
care are not available. Much of the* information that is available comes 
from staail studies and cannot be projected to the country as a wholw. 

Other information comes from observations made by various individuals 

' ■ ^ 

who either work with the handicapped population or have had occasion • 

, ■ ' i> 

to visit an institution, schooler work, setting; where handicapped persons 
are present* •'' . v 

, ■/. ' 

The prevailing view is that handicapped people — particularly adults not 
in institutions — have great difficulty in obtaining dental services. ^ 
It is with this' view in mind that the work ^roup attempt's in this report, 
to make recommendations to the Department for actions designed to bring 
about equal opportunity of access to dental care for handicapped people 
taking into coiyilderatlon such thing^s 48 (1) the costs — a majxjr barrier 
for this financially overburdened group, (2) transportation and archltec- 

r 

tural barriers, and (3) <|^flctts in training of dentists in the management / 

and treatment of handicapped people. It should J)e noted, however, that 

any one of the various categories of the handicapped population could 

be the »ole subject of an entire report. Perhaps, that is the next SUp 

in the process. ** 



The present repo.rt is divided into f our mai;i sections: I. Nature and 

-Extent of the Problem of Providing Dental Services to the Hancjilcapped 

f 

Population; II. Current Programs of the Department of Health, Educati^, 

x±ii 
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and W«lfir« Impacting on D«nt«l Care for Handicapped People; Ijp^lTSlreas 
Needing Strengthening or Improvement, and IV. Suggested Actions for the 
Department*' « ' ' \ 

M ^ "... 



Finally,. It la recognized that not all recommendations for action pre- 
sented In this ikeport can .be pursued • Neither does the report Tit tempt 
to spell out In full how th« re^^m^end«d actions should be Implemented. 
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\ Naturt •ad Exf at of ch« Probltm of Provj.dlnt< D«atal Sar^lces 
/ to th^ Handicapped PopulAtloa - ^ • • 

A# Daacrlptloa of tha haadlcapped population 

liandlcapplng nay be dasarlbad as a "chrotilc physlcal,^ mantal 
or «inotionAl condition th#t limits an injlividual '« ability 

to parforo a.ctivities appropriate to hia.or her age group" (1)^* 

i J . . . -.^ 

f ■ . « ^ ^ « ^ 

Often, handicapped people a,re divided into twjr major aub- ^ 

categories? (O persona with developmental diaabilities/and 

(2) persona wi^^iT^cquired diadically related ^iiaabilit^ea. 

The first broad category includes mentally retarded people ^ • 

- • ^ 

— the largest group in this category consisting of about 
6.5 million persons and individuals winh cerebral palsy, 
cltft lip and/or ^palate, apllapay, autism and similar davalbpi^ 
mental disorders which originate at birth or in the childhpod • 
years. The second broad category includes individuals whoie 
disabiliay originates later in life due to injury, disease » 
or dysftAction such as paralysis, rheumatoid arthritis, dia- 
betes, multiple sclerosis, circulatory disorders, emphysema, ' 



J. 



r 



*Por a comprehensive review of the problems relating to a definition of 
disability and handicap, interested readers are referred to a memorandum 
and a(t4chments dated April 7, 1978, from the Assistant Sect'etary for 
Planning and Evalii^ion to the Secretary on the subject "Proposals to 
--teduce the Inconsistencies in Concepts, Criteria, and JJ«flnitiona of 
Disability and Handicap — Deciaibn Memorandum." The review polnta but 
the value ojf defining disability in functional term* so that groups of 
indivlduala who share the same needs in mobility, stlf-care, communicition, 
cognitive functioning ahd similar major life act4.vities miy be the focua 
of policies and programa, ^ 
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r«iuil failure, and mental illneel. When analyzed in functional 

t«na«^ these two groups share meny problems of access to services 

'i^iy ' - , ... 
E«ich group also has^unlque characteristics. 

V 



It Is estimated that there are about 33 million handl- 
capped persona (as defined ^eirlier) in the United States. 
This total Is dlstrlb|»ted across several handicapping cond^- 
t^onsjis follows: (1) 



i 

Mental ' Retardation * 
Cerebral Palay 
Muscular Dystrophy 
Severe Hearing Lass 
S^yere Vision Loss 
'PotaX Paralysis 
Rheumatoid Arthritis 
Diabetes 

Seizure Disorders 
Multiple Sclerosis 
Sickle Cell Anemia 
Emphysema 
Renal Fi^llure 
Mental Illness 
Cleft Lip and/or Palate 



6.3dVlllion 
0.70 W:\ion 
0,22 million 
1.70 million 
1.40 million 
O.sjb million 
6.00 million 
0.60 million 
4.50 million 
0.43- million 
0.25 million 
1.30 million 
0.04 million 
9. ^million 
0.^2 million 
33.58 million 



If we rwere to add to this total the number of persons 



having jfterioua alcohol and/or drug problems, those incap«£- 

• ■ / 
^ Itated by cancer or cardiovascular disease^ those with 

severe learning disabilities « and the elderly In nursing 

homedi or home bounds the handicapped population would be 

greati^ — perhaps twice as many* 
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the 33 million figure repiTttsents about 15 percent of the 
U.S. popuiation. Of rthese, about 2 million. are in ln,»titu- 
tionJ„ 2 million are confined to their homes, and another 
2 million require special aids or another person to help 
them in moving about (1). 

By age distribution, about 4 million are uijder 18 years 
of age, 18 million are between 18 and 64 years of age. 
and about 11 million are 65 years of age or older. The 
proportion of hanaicapped persons in an age group tends 
to increase by ascending categories of age (1). Apprbx- 
imately 60 percent of the handicapped population is in. 
cities and the rest in small communities or on farms (1). 

I 

The table on the next page is reproduced fro© a Special 
Report on School Health Services published by The Robert' 

t 

Wood Johnson Foundation (Number One/ 1979) and, presents 
prevalence data fo^r major health problem's of children 
under 21 years of age in the United States. The sum- 
total of children affected by the particular conditions 
noted is over 12 million although more than one condition 
may be present in some chbl^r^ni. Although many of these 
children may not be handicapUd it\ the sense we have 
defined It', these conditions have the potential to sub- 
•taAtlallj^ limit a child's ability to perform activities 
appropriate to his or her age group, 

t n 



1. 
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HMltli Probkmi ofChildrra in the U^.> 
(Base: 76.1 million under 21 yeara) 
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).000.000 
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2.900.000 



mm 



) Speech - 

' impaimicm 



1200,000 
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Crippimf unpairnientt I # # # 

(canUovMcuUr. cerebral palsy* B A^hlA 

.pii?;, di.b«-. «thm.) PTT 1 

. . . -L m ■ 



Emockmal 
disturbances 



1.500.000 



Leamini 
disabtbdes 



Deafness 



MMnen 



750:000 



fi 
» 

1 

.000 I 



U Data are from Rtpon of the Hurvard Child Healih 
Project Task Force. Toward a Primary Mtdical Care 
System Responsive to Childretf's Needs, Cambridge. 
Mass: BaJlinger Publishing Company. 1977, Pertinent 
data are round in Volume I . Chjipttr 3 ( ^Changing 
Patterns of Death and Illness Among Children'*) and 
Volume II. Chapter 2 (Starfleld. Barbara. "Health 
Needs of Children* )< 



^ B. Oral health status of the handicapped population 

Handicapped persons » pn .the whole , - have generally b^en 

/ 

found to have a poorer oral health status than non-hanul- 
^ capped persons (2)» Many handicapped persons have had 
little or no dental carq^^or have received only emergency 
care (3). The level of oral hygiene In^hese persons £s 
often unsatisfactory*. As a result^ periodontal disease 
Is a conunon problem among handicapped people,. Patients 
with Down syndrome. In particular, often have a low Inci- 
dence of carles, but an unusually high degree of perlo- 
dontal disease (4). Alveolar bone loss Ifl these patients 
Is generally severe* — especially In the lower anterior 
region. 

* 4 

4 

T 

Specific studies show: 

(1) Among oi^e group of 20l mentally retarded children 
between 3 and 14 years of ^ age, 55 percent had unfilled 
cavities and 47 percent had never received dental care (5)# 

(2) In a gpoup of 113 notl^lnatltutlonalized mentally 
retarded children between 1 and 19 years of age, 42 had 
neve;: been to see a dentist, and of the remainder, only 
SO percent had had any work done which was usually of 'an 
•mergcncy aature (6). 
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(3) . A, group of 411" orthopedi'caily handicapped children 

\ (age not given) had a significantly higher decayed, missing 
and filled teeth rate and periodontal Index than a< "normal" 
control group (7). ♦ 

(4) In a prototype community dental treatment program fon 
165 'handicapped children and a few adults ranging in age 
from 3 to 30 years, those receiving services had treatment 
needs aveJiging over ten restorations and extracted teeth 
per person (8). 

4 

Factors contributing to the poor oral health of the 
handicapped population 

!• Lack of an organized plan In the community 
In many communities, there is nt) organized plan to address 
the dental needs of handicapped people. In addition, many 
parents of handicapped children are apat|^et£c or fail 
to realize. the importance of regular dental care. In 20 
communities in which the National Foundation of bentistry 
for the Handicapped (NFDH) established or attempted to 
i^mplement dental programs: 

"an organized plan addressing the dental needs 

. s 

of disabled persons had not "been develotped 
prior to NFDH assistance. Professional resources 
had not been lhapped out^ . . Moreover ,a before 
becoming involved with the Foundation, none of ' 



th««« conffli\mlti«« hAd organized preventive dentl8*,-0 
try end ecreijning programs in the educational, vata- . 
Clonal, and resldtntlal dtenters serving xhp area's 
handlfapped cltlienry. Arf a result, the or,j|l health 
Status of this disadvantaged population has suffered. 
Even when care has been rendered. It has often been 
when a crisis situation developed; after pain or 
facial disfigurement has occurred" (2). 

It' la, therefore. Important that provisions for 
meeting the dental health needs of all IndlvldualS^r 
including handicapped persons, be Incorporated 
into fhe goals of each Health Systems Agency's 
Health Systema Plan. " ^ 

'2. Many handicapped persons are Unable to obtain dental 
treatment ^ 

Among thfi reasons for this situation, the following may 
be list^: \ 

« . ' Scneitivity and Perceived Ability of the Den^M l - 
Hajldicapped indivtd^utls have difficulty in identifying 
a dentist who is both wllllag and able to provide dental 
treatment for a handicapped person. Dentists cite reasons 
such as lack of training, problems of patient management, 
and Income not coamensurate with the tiq^e and effort 
expended for their unwfllingness to treat handi- 
capped people (9). * 

Architectural Barriers - Many dental offices are 
unreachable to handicapped people because of phyai'cal 
barrlert »uch ai stapg. narrov doorwyt". and iiall 



op«ratori«a in which it may be difficult to maaeuver 
in a wheelchair (10). Hitherto, moat practitioners have 
not considered the problems* of handicApped people in 
designing or locating their'off ices . It has been esti- 
mated that as^many^s 75 percent of dental offices have 
architectural barriers. 

♦ V 

c» ttraasportatlon - Although some handicapped people 
are able to ^ve a car, many cantiot do po and are 
dependent on anoVher person to provide the transportation 
they tieede Public transportation, for the most /part, 
will not accommodate wheel chairs. Or, if pub/ic trans- 
porta t ion is availals^le and can accommodate th^ handi- * 
cappe4 person, it may not t;ake him or her to the partic- 
ular location at which needed dental or medical services 
are provided. Because of these transportation dif f icuJ^ties 
many handicapped persons do not receive health care ser- 
vices on a regular basis. 

d. Finances - Handicapped people often lack sufficient ' 
financial resources to pa^ for dental treatment . Handi- • 
capped patients often require "special handling." For 
example, pre-medicat ion and/or inhalation sedation are 
often required in the provision of routine dental ser- 
M^lces (9)e Other more lexacting procedures may have to 
be provided under general anesthesia. DentM- treatment 
provided under theM conditions is usually more expensive 
than when such measures are not required. 

■ a 

i 



^ach statft, excapt Arizona^ proVldas dental benefits for 

Madlcald--«llglblc children under the EPSBT program./ Only 

37 states^ however, provide some form of dental services 

to adults under the Medluald program In addition, 

many disabled Individuals or their parents or guardians * 

* 

do not know that they may be eligible to receive these 
services • Furthermore , because there are Inadequate 
reimbursement schedules for Medicaid providers In many 

r 

states, some dentists do not accept Medicaid patl^nts^ 

e. Individual and PArent Sensitivity - imny handicapped 
Individuals lack knowledge of the Importance of dental 
health. The same Is often true of parents at home and 
staff working In an Institutional setting. It I9 not 
unusual to see a handicapped child being rewarded with 
candy for positive behavior. Proper Information must be^ 
provided which discourages this type of unhealthy practice. 

It should be noted that the barriers to receipt of dental 
treatment faced by handicapped persons may vary depending 
on the nature of the handicap. In addition, the Individual 
treatment needs of handicapped persons also vary. Some 
handicapped persona may require only a slight degree of 
assistance I or Q«ied to overcome only minor barriers . In 
order to receive needed dental services. Others may have 
to face up to most or all of the barriers to care that 
have been enumerated* In the latter situation, the coop- 
eration of the federal, state, alhd. private sectors is . 
essential to ensure that proper care may be received. 



3« . laadequAte application of dental disease prpveatlva 

Only about one-hfclf of, the U.§. population has -access to 
fluoridated water. This preventive measure alorfe, if* 
available to children from birth, <:an reduce dental decay 
by about 50 to 70 percent. Additionally, certain supple- 
mental fluoride regimens that are quite effective in pre- 
venting dental decay 'dmong school-aged children may not be 
appropriate for all handicapped children. For example, 
fluoride mouth rinses jare now being used in many schools 
throughout, the country* Yet, the' handicapped person may 
have trouble swishing or expectorating the fluoride solution. 

*To further compound the problem,' many handH^pped people 
(and those who care for thenj lack the knowledge and skills 
necessary to prevent oral disease through such measures as 
fluoride supplementation of the diet (in non-fluoridated 
areas), and proper nutrition dnd oral hygiene procedures. 
Additionally, the handicapped individual may be physically 
unable tp use the devices for cleaning his/her teeth thAt 
are easily used by tlie-non-handiqapped person. There is a 

A. 

need for development and widespread marketing of adaptive 
dental devices for handicapped people. 
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to* h*ndlcapp»id p«opl« 



Phyilc«lly-h«ndlc«p^)d «ii<t in«ntaliy*lmp«lr«d p«z;tont who ar« 
con£ln«d to long-t«rm car« InatltutiOM ar« genarally provldad 
dtntal aarvlcaa, as haaded, in clinical facllltlaa at tha 
Instltutloa by dantlata amployadfor this purposa. 



In splta of tha fact that most Institutions for handlcappad 
ptoplt offer soma type of dental service, the oral health 

/ , ■ • ■ ■ 

'Status of; many rasldants la poor. Survays hava shown that 
most Institutionalized patients hava poor oral hygiene and 
almost half have nome type of dental problem (2). This Is 
true In part. because such institutions generally house the ^ 
wOM^ severely handicapped people who cannot manage their 
ovn oral hygiene needs. Staff to resident rktios are' often 
s^h that ijtaff does not have the time (nor the graining) 
to assist the resident p in thi's-^sindeavor. Oral, Hygiene 
supplies may be limited because of budgetary restrictions. 

Although institutions for handicapped peopleshould have the 
services of dentists with specliil training in the care of 
per«ons with disabiXitias, many do not have dentist* ^ith 
such training.. Furthermore » the dental facllitlas at many 
Instltuclons lack the sophisticated, modern equipment needed 
to provld* dental services in a, humane, si^e, and dignified ' 
manner. 
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n. Cugfnt Program In th« Dtpartmant Impacting on Hmnt^l Car« 
for H>ndlcapp<4 P«opl» (12) 

Th* Congrass has authorijad tavaraX dlffarant p,rogr«taa wharaby 
tha Oapartmant can support actlvltlas to improve mnd axpand dantal 
' Sarvlcas for handlcappad parsons. •* 



Tha programs dascrlbad hnl/y hava a focus (a Congrasslonal mandata 
or a program amphasls) which ralatai to tha provision of dantal 
sarvlcas to handlcappad paopla; tha training of dantists or dantal 
Studanta in tha nanagamant and traatmant of tha handlcappad patiant; 
and/or rasaarch, damonstrations or othar spaclal pfojacts to improva 
tha dantal health of tha handicapped popi^^ttton. Not daacrlbad ara 
aavaral DaVvtmantal programa which do not hava a apacif ic focua 
on handlcappad paopXa but probably do aupport tha proviaion of dantal 
aarvicaa fUr handjicappad aa wall aa non-handicappad individuala* 
Stuch programs induda tha Early and Pariodic Scraanlng, Diagnosis 
and Traatmant ("EPSpT) componant of tha Madicald program, tha National 
Haalth Sarvica^ 9orps , and tha Community Haalth Cantars program. 



A. Haalth Cara Financing Administration 

Tha Madicald program Is a Joint fad%ral/stata program finan- 
cing a wida ranga of haalth sarvlcai foru:ash assistanca 
raclplants . (aga 65 or ovar, blind, parmanantly and totally 
dii^blad, or aaabara of familiaa with dapandant chlldran) 
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*nd, in c«rt«ltt Stacts, for oth*r medically ft«tdy pttrsons 
, who axcapt for th« fact that th^^^«v• Income and rasourcea 
above a certain miatmum level would be eligible for caah 
aaaiatance. Eligibility ia deter^i^ned by the state in accor- 
dance with federal regulations. Sta\ea are not required to 
provide dental services except to individuals under 21 years 
through the^EPSDT program component of Medicaid. (Authority: 
Social Security Act, Title XIX) , V 

About 37. states provide -some formvQf dental services to handi- 
capped adults (d.e. , those i*ho are eligible for Medicaid 
because they are needy and either blind or permanently and 
totally disabled). Expenditures for dental services for the 
blind and disabled account ior about 1.4 percent of total 
Medicaid expenditures, and about 10.5 percent of total Medi- 
caid expehditures for dental Services. The Federal share of 
Medicaid expenditures foE deatai.sArylces for blind and " 
disabled persons was estimated to be about $23 mllUon in 
FY 1977.* " ' ■ ~ ' J 

B. Office' of Education* 

A formula grant program provides support to improve state and 
local educational management capabilities, including compre- 
hensive jplanning and evaluation. , (Authority: Elementary, 
and , Secondary Education Act) 'i 



^Recently, Congress established a separate Department of Education. 



Most of th« fi^ds «r« awardtd on a competitlva b^ala by stata 
and, local education agancles to provide support for suppls- 
mantayy educational centers and services, innovative projects 
•dropout prevention projects and stlengthenlng state and local 
educational agencies. Fifteen percent of these f unds, must be 
spent on special programs and projects for the education of 
children with specific learning disabilities and other hanti- 
capped children. 

D«ntal •€rvlc«8 for handlcapp€d children may be supported 
under this program; however, it is not known if any of the 
states are providing suc^- support* 

Office of Human Development Services * 
!• Special programs for the aged — ' 

-J C. ' 

Title III Section 308 model projects on aging 
One of the objectives of this grant program is to support 
projects that develop, demonstrate, or study new knd innova- 
tive methods, tttchniques or approaches designed to coordinate 
the community's various social, health and welfare services 
so as to^ increase their efficiency for older people. Any 
public or non-profit agency, institution or organization 
engaged in activities related to serving the needs of older 
people is eligible for project support. (Authority: Older 
Americans Act of 1%^ as amended by P.L. 90-42, 91-69, 92-258, 
93-33U and 94-135) 



M««ting th« a««ds of phypipally and mentally Impaired paoplt 

is oiia of aavar^al program priorities. Projects to improve 

'J 

dental services for elderly handicapped persons could be 
supported under this ptogratijj l>owever, no such projects 
are balcg lupport^de • ^ 

' - ■ * . 

2w H»ad Start 

Tl^s 'program provides project grants vto eligible public and 

private non-profit agenc4.e8 to 6perate programs which provide 

education, health and social services to mostly poor children 

3 through 5 years of age, and involve parents • (Authority: 

.Head Start, Economic Opportunity, and Community Partnership 

'# 

Act of 1974) ' s ^ 

No less than 10 percent of tha total number of enrollment 
opportunities in Head Start programs in each state must be 
available for handicapped children and services must be pro- 
vided to meet their special needs* ' By 197ff; all but one of 
the 50 stateuei had met or exceeded this 10 percent require- 
ment* In th^tyear, there were 38,121 handicapped children 
serviced In reporting Head Start programs « 

Every hand|.eapped Head Start child (receives basic dental 
care services including preventive/services, just as non- 
handicapped Head Start children dde In addition, Head 
Start children with handicapping oral conditions, such as ^ 



cl«ft J,lp/pal«t«, supposed, to r^i^ve neadcd specialized 
rehabilitative services. In 1978, dl^sf t' palat? was the pri- 
mary specific prof essionaliy-diagnose 1 handicapping condl- 

) 

tiou of about 385 Head Start children, l^e number of Head 
Start children who receive rehabilitation services for oral 
handicaps 1$ not known. 



3* Pevalopmental disabilities — baalc support^and advocacy 
grants ^ 

•This formula grant program assists states in the provision 
Of comprehensive services to assure that persons who ha^e a 
mental and/or physical disability whlchnjresults in a sub- 
stantial impairment manifested befor^ age 22 are enabled to 
achieve their niaxlmum potential. The program Impacts on 
an estimated 10 million developmentally disabled persons. 
(Authority: Mental Retardatlpn Facilities and Community 
Health Centers Construction Act of: 1963, as amended by P.L. 
90-170, 91-517, 94-103, and 95-602) 

Dental services may be supported under this program. State 
plane In at least six states (Colorado, Louisiana, Massa- 
chusetts, Michigan, Missouri and New .Jersey), are known to 
•pecifically include dental services. Statlis are required 
to assure that every institutional or community-based rcsi- 
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dtnt^Al program tot d«v«lopmentally disabled parsons sup- 
pOrtad uadar this program vd.ll provida such parsons with 
*ppropri«t« and sufficient dental sarvicaa. The extent to 
which dantal sarvicas ara actually provided through this 
formula grant program is not known. 

^ » . * ^ ~, 

Colorado, Loiiisiana, Michigan and JJew Jersey provide addi- 
tional state funds specifically to support dental services 
for developmentally disabled persons. 

^» Developmental disabilities — special project grants 
This program provides grant, suiiport for projects t6 improve 
the quality of services to the deveJLopmenlally disabled. 
States political sub-divisions of states, other public 
agencies and non-profit -organizations are eligible to receive 
grant support. \ (Authority: Mental JletardaClon Fatiillties 
and Community Health Centers Construction Act of 1963 a.8 
amended by P.L. 91-517)^94-103 and 95-602) 



^ouc supported*dental projects w^re acti^fe in FY 1978 and 
two of these contl,swed into FY 1979; [ 

^ . . • . ► ^ 

Regional Dental Care Center for Technical Assistance In Training , . 
This University of loAi project Is deisigned to (1) establish 
a regional dental center to provide training and technical 
assistance to dentists andl^ auxiliary per'sonnel In dental ' 
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tr««tm«ntf of IndividuAl* with developmeatal disabilities; 

(2) ••tablish A jieriM of model preventive dentistry programs 
in regional residential facilities, public schools, and 
sheltered workshops; and (3) develop and publish a pamphlet 
on dental care for the handicapped. The project' period 

•is from September 30, 1977-September 29, 1981. Through 
FY 1978, $186,2^ in grant funds have been awarded. 

Campaign of -Concern . Funds were provided to the National 
Foundation of Dentistry for the Handicapped to support the 
Foundation's Campaign of Concern which aim* to improve the 
oral health status of developme?ttally disabled persons. Grant 
support was provided for the following specific activities: 
(1) establish coordinating comtfitteea in ten c'ities; (2) iden-r 
tify the dental needs of disabled people in the ten areas; 

(3) develop a program to meet identified needs; (4) produce 
slide/tape presentations to inform Cental professionals, 
incftudlog students, on developmental disabilities and the 
needs of handicapped pel-sons as related to dentistry; and 
(3) create a dental education advisory conoittee, comprised 
oi educators from f^ve dental schools, to assess what educa- 
tion experii^aces^in dentistry for the handicapped are being 
provided to dental students . The project period was from 
June 30, 1973- June 29, 1979. A total of $245,111 in grants 
WAS awarded tot this project. 

♦ 

♦ 
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D»atal Cay« grogrim for thm D^velopnwnf Uy Dlaabled , This. 
Mount zfen Hospital project was ^asignad to imp^ova dental 
^ cara for parsons with davalopmental disabilitiaa in the San 
Francisco area through the following activiti«is: (1) screen- 
ing and referrals for treatment for those with dental disease; 
(2) provisipn of preventive oral health education at community 
agencies ;*U) direct dental treatment for those with severe 
disabilities; (4) training of dental residents in all phases 
of dental care for the developmentally disabled; and (5) 
offering of post-graduate courses to dentists in subjects 
. relevant to dental care for the disabled. Dentists practicing 
in the community were afforded the use of hospital facilities 
and training to provide servites to severely handicapped dental 
patients with severe dental problems. The project period was 
from June 30, 1975-June 29, 1978. A total of $117,000 in 

grants was awarded for this project. 

• •*.. >v •. 

I V • ■ • - • » 

. Training of Developmentally Disabled Individuals in Dental 
Aide Skills. . This Uni-versity of Pennsylvania, School of 
Dental Medicine, project wa# designed Co (1) train persons 
with developmental disabilities in skills necessary to pro- 
vide dental aide sejrvices and (2) place these Individuals, 
following training, in gainful employment within tha com- 
munity and local^tal facilities. The project period was 
from June 30, 1975-June 20, .1978. ^iOL^ of $186,234 in 
grants was awarded for this project. V 



3r, 
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5. Devlopmtatal diaabllltUa'-'anlverslty-af f lllaf d facllltl^a* 
This program provides project grant suppqrc to assise with 
^ th« cost of admlalsttAtlon aad operatlou of facilities for 

(1) providing laterdisclplinary training for personnel con- 
c^^ed with developmental disabilities; (2) demonstrations of 
the provision of exemplary services related to the develop- 
mentally disabled; and (3.) demonstration of findings related 
to the provision of' services. (Authority: Mental Retardation 
Facilities and Community Health Centers Construction Act 
of 1963 as amended by P.L. 91-517, 94-103 and 95-602) 



Of the 37 university-affiliated facilities receiving support 
under this program In FY 1979, 23 facilities have components 
related to dentistry for developmentally disabled persons* 

6. Rehabilitation services and facilities — basic support program 
This formula S^iint program provides support to the states 
for vocational rehabilitation and related services and for 
assistance In the construction and establishment of rehabll- 
Itatlob facilities. Individuals eligible for services under 
this program must have a disability which Is a significant 
handicap to employment • (Authority: Rehabilitation Act 
of 1973 as amended by PeL. 93-516, 94-230 and 95-602) 



*It shoaid be noted that some university-affiliated facilities receive 
support from the Bureau of Community Health Services, Public Health Service < 
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Th«'a««d for tr«atm«nt of routln* d«ntal conditions involving 
cari«i^ «ttc«8ji«fl, •xtraction«, or provision of dentures " 
does not, bjr itself, meet vocational rehabilitation eligibility 
requirements. / ' 



The consideration of dental conditions, per se, as significant 

"^haadlcapi to employment has been in a downturn in vocational 

rehabilitation agencies since the passage .of the Rehabilitation 

% 

Act of 1973 which established first priority for serving severely 
handicapped individuals. In FY 1977, only 3.5 percent of 
all persons rehabilitated had dental conditions as their major 
disabling condition (9,685 persons). Of the 55 state agencies 
reporting in FY 1977, 25 reported less than one percent ^ff^ 
their rehabilitations from this group. It is assumed, moreover, 
that these cases involve severe oral problems related to voca- 
tional outlook or* associated with other vocational limitations. 

I 

Rehabilitation agencies may provide dental services to client^ 
whose major 4isabHng condition is unrelated or only indirectly 
related to the oral health area, but whose need ^or dental 
care is related tb their vocational goal. Thus, rehabilitation 
counselors and facilities may authorize and provide the dental 
evaluations and services needed to establish an acceptable 
level of oral health in ^n individual who has neglected dental 
c;are to the 'cx£*ent that his chances of obtaining a job or main- 
taining an acceptable health level may ^e adversely affected. 



Such polJ,cl4e8 and care 4«clslona would b« up to Individual 
counsalora worlcing with a tata agancles, however. Federal' 
pollclaa do not, at; present, advocate dental services with a 

♦ <- 

prttantiva orientation, referral, or treatment for disabled 
persons served by states under the vocational rehabilitation 
program. 

7. Independent living 

Rehabilitation for independent living Is a .relatively new 
and expanding area. Under *the administretion of the Rehabil-- 
Ijtation Services Administration, a new provision in law allows 
\funding of independent living centers within states to jjromote 
enhanced self--care of severely handicapped ipdividuals in 
the\community» Guidelines and project awards are very recent a 

\ \ ' ■ ■ . 

While \dental care has .received little attention as an aspect 
of Indep^indent living, at le^ast one dental school (University 
of Waahlngtb^) has been wcffldng In an outreach faahlon, 
using dental hWlenlsts In the Independent living setting 
C6 teach preventl^ care, and linking teaching efforts to 
independent living ne)|^ through the clinical practice in 
ita poat-graduate prograk^ (Authority f Rehabilitation Act 
of 1973 aa amandad by P.L. ^-602} 



8. Rehabilitation trainina \ 

Thla program providca, aupport for training to increase the 
numbers of personnel trained in provldit^ vocational reha- : 
biHtatlon services to handicapped persontfV Grants and con- 
tracts nay be made to state vocational rehabilitation agancies, 



and oth«r public of nonprofit agencies and organizations • 
Including iMtltutlons of higher education. (Authority; 
Rahabilitation Act of 1973 as amended by P.L. 95-6(52) 

r, ' '* " . *• 

In FY 1979, four dental training projects related t^ the 
retiOtllitation of hai^i^i^pped persons were supported i 
Franklin Ijastitute in Philadelphia provided training- to den- 

4 ■ . , 

tists and dental asaistanta ia the various modes of dental 
treatinent for the severely handiciapped patient. The Univer- 
aity of Waahington conducted an eight-week program of clinical 
training and didact^ic i!hatruction for dentiats^ dental hygi- 
enXats and dental assiatanta in dsyfital care for the disabled. 
Training grants and traineesMtis were also provided to the 

vNew York Unlyeraity College of Dentiatry and the Univeraity 
of l^orth Carolina School of Dentistry^ Chapel Hill. The 
trainees were graduate students in either prosthodontics » 
(ycthodontics^ oral surgtjr^ or pedodontics. Training in clinicatt 

jiliechni^ues » research anS^ teaching was provided in a niunber 
of areas of dental rehabilitation' according to the specialty 
area of the trainee. 

9. Rehabilitation research and demonstrations 



This program^ now administered by the new National . Institute 

\ 

for Handicapped Research » provides support for innovative 
research ^d demonstrations of regional and national signifi- 
cance that are designed to discover^ test» demonstrate or 

♦ .... 

^te' the utilization of new concepts and devices which . 
will 4>rovide t^hibilitation^servlces^to handicapped persons^/ 
Grants ''and contracts may be made to states and nonprofit 

•n 

organisations. (AuChority: Rehabilitation Act of 1973 as j 
tModid by P^L. 95-602} 39 



Federally-supported Research and Training Centers at 21 major 
universities have supported studies in the past related to 
dental areas, but FY 197^8 summaries of R 4 T Center projects 
listed no such efforts. 



"J 
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Public Health S ervice . i 

Generjpil practice of dentistry residency tra^jnlng . 
This grant program aims to preclude *overspeclalization in 
dentistry and fragmentation' in the delivery of dental care by 
supporting training which will provide jdental residents wlt'h( 

■ , < < !' 

■ ♦ • ■ ' t • 

advanced skills and competencies in the general practice of * 



dentistry. Project "grants are m^de to dental schools and 
accredited postgra^te dental training instltutidns to 
develop andj operate such residency programs and provide " ' 
traineesK^ps and fellowships to residents who are in need 
of fliiancial help and who'^ plan to specialize in the practice 

<?f general dentistry. (Authorit y:\ Public Health Service 

\ " ■ ' ■ 
Act, Sec. 786(b)] - 

Aidvanced training, for the dentist in the care of Che handi- " 

\ • ■ ., 

Clipped individual is an integral part of general practice 
residency programs.' ' 



la PY 1978 and 1979, grant support was provided to '46 general 
practice residency programs in which 386 denCists were 
enrolled. \ ' 

y » " ■ 
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/ - 2. Haf rnal and child h«*lt>h and cripplad Qhlldr«li'i iTvlcaa 

♦ • * 

, Thl» fortaula and projact grant program Includes support to stata 
matarnal and child -health and crippled childreti's agencies for: 
(1) sen>lces for "locating children who are crippled or who are 
sufferings from conditions that lead to crippling And for all 
necessary diagnostic, treatment and aftercare services; (2) 
special projects pf regional or national significance which 
may contribute to the Improvement of services to mothers and 
, children', including crippled chil'dren; and (3) services for 
promoting the health of mothers and children. (Ai^thority: 
Social Seprity Act, Title V) . . \ 

•The Crippled Children ' s Services program, in particular, pro- 
vides a significant national source for supporting dental/medical 
treat|||j and rehabilitation services needed by children *flth 
cleft lip/palate and other congenital and |ievtrely handicapping 
oral anomalies and conditions. In 1972, 25,047 children with 
cleft lip/palate received care under this program. 



/ 
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Three special project grants totaling $185,152 were 



awarded in 



FY 1979 for thre< service projects relating to dental care 

/' • .■ ^ ~ 

for handiclapped people : 



FY 1979 

Project title grantee award 



Cleft Palate State Dept. of Health 61,000 

Helena , Montana 



\ 



DentMl Care, for State Health Dept. 63,500 

Retarded Children Rhode Isiand Hosp. 

providence 



; Pacial i)ejf^rmities Stat4 Health Dept. 60,652 

O projects ^ RlcljBond, Va. 
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R4!t«nc progr*a iVAluAtlOM tnclud«: An Jv«lu«t4,on pf p«do- 

". . . J , ' ■ 

dontlc training programs, DHEW Publication No. (kSA) 78-5218, 
and an avaluation of state dantal health programs fqjp mothars 

4 

and children. The latter will include an evaluation of ser- 
vices provided to children with handicapping conditlontf. 

3. Maternal and child health and crippled children's ser- 



■ wices trainjn fc^ 

This program provides project grant support to institutions 
of liigher learning to train pcr^^el to provide health care 
arid related services for mothers and children, particularly . 
mentally retarded children and- children with multiple" handi- 
caps. (Authority: Social Security Act, Title V) 

O ' ' ' ' 

•% < 

• „ f . 

In FY 1979, grant awards 'totaling $574,000 ware made for six 
projecta^aallng exclusively with the training of pedodontist 
to serve handicapped children* In additiqn, 21 comprehensive 
interdisciplinary training projects <hat included dental 
components were funded # Eighteen of these projects involved 
the so-called university-affiliated facility programs that 
^Iso receive support from the Rehabilitation Services 
Administration, 



Addi tiona lly, four non-recurring grants totaling $75,000 were 



fun^^fn FY 1979 for the support of workshopi^or conferences 
add^esflng such ^subjects as a symposium on preventive dentis.- 
try and the role of dentistry In the inteiMlsciplinafy treatr 



m*nt of g«n«tlc!dli««a«. In FY 1978, 8«v«n project* totaling 

$121,000 w«re funded for similar naatlngs or workahopa, 

» ■ ... 

It 

Mata mal and child haalth r«a«arch 
this grant Iprogram provides support to research projects relating 
to maternal and child health services or crippled children's ser- 
vices which show promise of substantial contribution to the 
advancement of such services. Grants may be made, to Institutions 
of higher learning, state and local gove^-nments and other public 
and private nonprofit agencies and organizations. (Authority: 
"Social Security Act, Title V) 

Even though dental projects have been supported under this pro- 
gram In the past, no dental prb^ects. relating td handlcajiped 
peopXe were supported with FY 1979 funds., 

5* Compr€henslve hemophilia djagnojitic and tgeatment centers 
This project grant program provides support to expand the 
najtlonwlde availability of comprehensive outpatient diagiiostic 
and treatm^t centers for persons with hemophilia, particularly 
In areas where tl]iere are the greatest dumber with severe or 
moderate cases of the condition. State and local governments 
and other public and nonprofit entitles are eligible for 
support to Initiate or expand such centers for hemophilia 
patients. (Authority: Public Health Service Act, Section 1131) 



Tw«nty-thr«« compr«h«nilv« hemophilia screening,- detection and 
treatment_i:Lentera are being aupported under this program. An 
Important required component of each of these ceiiteVs, is dental 
services. Efforts are also bsing made by miny of the centers 
to tralh dentl«ats within the -state or local area to treat 
individuals with hemophilia in their own local practice 
areae 



6e Craniofac^t:a3ranoinalies program 
The National Institute of Dental Research conducts and supports 
research on 9rijnlofacial anomalies extending from the broad 
field of developmental biology to the clinical rehabilitation 
of the deformed • (Authority: Public Health Service Act» 
Sections 422, 423 and 472) 



Clinical research supported by the lostltute since 1959 has 
been instrumental in the development of 4dvance4^urglcai 

'techniques and trained clinicians, to habilitate children with 

• 

cleft lip/palate. 



Even though the current Emphasis in this program is on funda- 
mental research on all types of congenital and develo.pmental 
craniofacial anomalies, some clinical research related to cleft 
lip/palate continues to be supported • As ^n integral part of 
these clinical research efforts , some persona with severe oral 
handicaps are receiving care services. 



\ 



Ar<a^ N€cdla8 Str€qgth€aln8 or Improvement 

A* The coordlnatloa of federal activities related to the oral health 
handicapped people 
The Congress has authorized several different programs whereby 
the Department can support activities to Improve and expand 
dental services for handicapped persons. In total, 16 such 
programs administered by the Department have been Identified. 
Twelve of these programs were known to be supporting dental 
activities related to handicapped people in fiscal yeat 1979 
(site Section II), 

«# 

Generally, there Is little coordination between all these 

V 

various programsfwlth regard to the compo^|||^ts Impacting^ on * 
dental care for handicapped people. This may result In some 
duplication or omissions that perhaps, c^j^ld be avoided 
if there were a focal point for dental care for handicapped 
people wlthia the Department. Injiddltion, there Is little 
or nd emphasis given to monitoring or documentation of expen- ^ 
ditures, visits, patients, or health outcomes resulting from 
any one or combination of these programs. As a result, the 



F«d«rai Gov«rna«nt cannot •valu*te Intftlllgantly the approp- 
slatenasa or, rasulta of its currant prograaa or, with confl- 
danca, plan lor futura programa to 'lnpro;sra upon tha daf Iclan- 
' claa and lack ofc coordination that auraly exitft. 

Tha tra ining of dental atudenta and practicing dentista in tha • 
care of handicapped pTSons ^ 
Studiea have shown that dentists.' training experiences are 
closely related to whether or fpt handicapped persona are 
treated by dentists (13,14). If dentists have attended a 
poat-gradu^e pedodontic training program, or received clasa- 
roqm edilcatl^ or kinical training, in the treatment of handi- 
capped people, Chrfr are much more likely to treat such patients 
in their pi^actices^^ In most instances where a training program 
in the dental treatmW of handicapped people was established, 
the dental school has ttecome recognized in the community as 
a resource center f oD^care delivery, information, and education 
relating to dentistry for the disabled patient (15, 16). 

Tha Public Health slrvice in FY 1^>9 — from Maternal aiid 
Child Health Title \K^und8 — awarded grants totaling. $5^4,000 
to alx dental achoola for traiiving<of pedodontists to serve 
handicapped children. Dental componenta ward included in 21 
additional comprahenaive training programa alao devoted Co 
aervlng handicapped peraona. The fatter programs Include 
18 of the 23 university-affiliated facy^tiea programa 



id«ntifi«d tarlitr ^» receiving support under the Developnentai 
DiMbilitiee program of the Rehabilitation Services Admlnlstra- 
clon, and as having dental components. In addition, four dental- 
projects were supported by the Rehabilitation Services Adminlstra 
tion for training dental personnel in the provision of dental 
treatment to disabled individuals. 

It dhould be noted at this point imat The Robert Wood Johnson 

Foundation in the .recent past p^i^ovlded 4.7 million dollars 

for training of students in H dental schools to care for 

aonhospitalizcd handicapped persons (16)e During the four 

years that support was provided, approximately 7,700 students 

were exposed to one or more years of teaching in the program^ 

and more than 4,000 students graduated having completed the 

program. Although this pilot program was Judged successful 

in meeting its objectives^ the committee that guided the 

♦ 

program concluded that a national program for training all 
dental students in the care of handicapped persons was needed 
(16). A most encouraging feature of the programs supported 
by the Foundation has been the willingness of the dental 
schools involved to continue the training programs on their 
own since the support from the Foundation ended. 

While Che programs noted above indicate that progress in the 

I 

training of dentists, dental students, and auxiliat/ personnel 

»> • 

ia being jpoiade, many dentists still graduate without having 
had any instruction in the provision of dental services to^ 
handicapped persons « 




/ 



/ 



The remodeling ot elected priyate "Rental offlcei aad the 

- upgredlax of Inatltutlonal dental facil ities Involved In 

, *" ' " I ' I 

the provision of Services Co handlcappftd people 

. I • 

It la estimated that as many as 75 percent of dental oiPflces 
are Inaccessible to handicapped people.* With regard to Instl- 
tutlons' caring for handicapped people man^ of their dental 
clinics are somewhat primitive when vj.ewe4 against the dental 

f 

"# 

V operatory set-ups available in 1979 (2). 
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The provision of dental services for needy, handicapped adults 
as a required service under Medicaid and Improved financial . 
incentiv es to providers of dental services to Medlcald-ellglble 
people • . 

Under current authority (Spclal^curlty Act, Title JlX) , 
states are not required to provide dental services to Medicaid 
ellglbles except to Individuals under 21 years of age through 



*The work group determined chat certain tax deductions i;-e available 
to dentlscs and others for qualified architectural and transportation ' 
barrier removal "^expeVisea. The deduction la allowed for certain expensea 
for the purpose of malting any facility owned or leased by the eaxpayer 
fo^^ use in connection with his buainefs more accessible Co handicapped 
or"-flderly individvMils . The amount deductible for any taxable year' 
is limited to $25,000. (Federal Register/Vol\ 44, No. 143/ Tuesday, 
July 24, 1979/Rule8 and Regulations) It should be noted, however, 
that this provision is due to expire* on December 31, 1979, unless it' 
la extended .by Congress. 
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th« •ATly and periodic tcrefnlng, dlagnofl^ *nd tr«tfm«nt * 
program (EPaOT) compottant of Madlcald. As a rasult, pbly 
37 atacat provlda dantal 4arvlcas to adult, handlcappad parsoos 
allglbla for Madlcald undar this atatuta and In six of ^hasa 
•tat^a, adult dantal banaflta ara Unltad to emargancy traat- 
mant (U), Furtharmbra, many dental practitioners are 
reluctant to treat any Medicaid patients (let alone handl- 
capped Medicaid patients) becauae of poor remuneration 
schedules established by the statea. 

Educatio nal programs for handicapped persons, their parents . 
and health care providers on the Importance of dental care 
for handicapped individuala 

Biara is ^ need to Inform parents of handicapped people , 
persons work on a dally basis with handf capped people, , 
and health care providers other than dentists as to the 
need of this population for regular and adequate dental 
care and their need for dally oral hygiene procedures/ 
Additionally, sources of financial support and dental ser~ 
Vices for non-instltutlonall2ed handicapped people need 
to be identified, publicized or centrally managed in an 
efficient manner. 



P*r«nt apathy in soma areas has baaa so" rampant that it 
has b««n nacassary to bus handlcappad childran to dantal ^ 
clinics and, in some cases, obtain court orders so ned^ssary 
dfntal services could be provided (2). Wareover, many cob- 
Bunlties do not liave any provision for dental screening 
and preventive programs in the educational, vocational, and 
residential centers serving the area's handicapped citizens. 
Ustly, the public and private dental facilities equipped 
to provide dental services to brfbdicapped people are oftfen 

noC known to parents 'or others who might be interposition 

> -.. ' 

to guide handicapped persons to such facilities. 

The American Dental Association is currently compiling infor- 
mation on local and state health departments that provide 
dental services to handicapped people as well as programs 
developed by local and state units of the Association and 
private agencies. It should be noted, however, that the 
responses received by no' means represent all programs in 
existence and further, that there is no attempt being .jnade 
to validate the cutrent operational status of these programs. 

Access to. dental disease preventive measures 
^AtH^ridation of community water supplies began in the United 
States in 1945. Over 30 years of commiinity experience haA 
shown the benefits of fluoridation to be substantial. For 
children, the caries rate can reduced by as much as two 
tjhifds. Yet, two of every fiv^e persons on community water 
systems are still biting provided fluoride-deficient drinking 
water* \ 



Ift FY 1979, ttM D«p«rtm«iit launched a fluoridation initlitive 
daaiga«d> to axpaad it« fluoridation and tachnical asaistance 
afforti and to provida grant support to ctataa and communi^ias 
to aaaiat conuaunltiaa and achools to fluoridata thair watar 
ayatama if thay ahouldf^daaira to do so. This is a major stap 
in tha right direction and this program should be supporttd 
until such time that sSx communities having public water 
syatems will have the opportunity to fluoridate. There is**, 
however, the need to offer alternative means of providing the 
benefits of fluoride to handicap-Md persons who live in areas 
that cannot be fluoridated or areas Wi^choose^ot to fluori- 
date the community water supply. Specially designed oral 
hygiene programs for handicapped persons are also heeded. 

; ■ 

The expansion of hospital and/or dental school based programs- 
for treating handicapped people 

With the increasing trend of de-institutionalization in this 
coxmtry, more and more handicapped individuals ar« being 
returned to the community and, therefore, face the need for 
finding their own sources of health cai^B, including a source 
of dental treatment. Even without this added burden, hospital 
dental clinics as presently constituted cannot cope with thl^^. 
needs for dental treatment of handicapped people (17, 18). 
Additionally, most dental school clinics not accept handi- 
capped people as patientM unless the school is participating 
or in^Alved in a apeclal training program. ' Although the 
Department in past years has supported hospital and/or dental 
school besad {irograms for handicapped people (Mount Zion Hos- 



pltal In Sao Prancltco, for tj^pla), the 8upp((rt has be«a 
^•»^y:^linlt^d both in tarns of tht number of 'jiuch projects 
■VPPorted end the dollar amount of the grants awarded (f2).» 

I-' 

toiaarch and davlopmeat relating to the' oral health of 
handicapped peraons > , 

The advisory committee to the Robert Wood Johnson ifoundat ion 
, found a need for an expanded research and development effort 

\ y 

In the area of providing dental care to handicapped patients 
(16). It was stated that more needed to be Icnown about 
treatmeht methodology, patient management, ahd the dental 
aspects of handicapping conditions. Additionally, it was 
determined that the organiza|:ional and management aspects 
of teaching programs In the care of the handicapped needed 
further exploration. . 

" ( 

To these concerns may be added quest)ions relating to adjunc- 
tive methods of fluoride use by handicapped persons and the 
^best methods of, oral hygiene for this population group. 

\ 

Training of dental school faculty , 

The final report of the advisory committee tBifte Robert 
Wood Johnson, Foundation Identified still another critical 
problem — that of "the scarcity of faculty adequately 

K. 

prepared to teach dental students to care for the non- 
hospltallied handicapped (16)/' The report points out 
that there is not. oni:lnstltutlon-la..th» United States 
offering a training program of . thls-niture. 



Mo«t faculty mMbers Invo'lvid in' taliching the foundation- 
er- 
sponsored, programs 'of dental student training were dentists 

who had received specialty training in pedodontjlcs or dentists 

with hospital experience. The committee report goes on to 

state that "neither of these training experiences is completely 

> 

adequate for preparing faculty who are able to treat a full 
range of handicapping conditions in patients of all ages." 



.4 . 

■A4:" 
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IV. Suggtifd Actlona for the Dtpartmcit 

A* Eat* bllihnwnt of a f jcal polat wlthla th# Department for 

actlvltlea relatlag to the oral health -bf handicapped people *' 
A focua fo/^dental activities that ^impact on handicapped 
people should be established within the Department. It Is ■ 
also proposed that this setting be the focal point; fbr all" 

Departmental activities related to dental care the elderly, 

I ' , ' ■ ^ ■ ^ 
persons confined to nursing homes, and the homebound. 

f 

Primary functions of this position wpul^ inclu4a: 
o Acting in a liaison capacity between the Federal Govern- 
laent, the profession > dental schools, and institutions for y 
handicapped people to ensure that federal resources and pro- 
' grams are made known and used to the maximum benefit of the 

handicapped population • 

o Representing ^the Departmental^view with regard to the 

care of handicapped people before professional and la/ groups. 

•• • ^ . 

o Attempting to cborniiuate all dental activities related 

to handicapped people among the various agencies and components 

of the Department. - 



o Responding to all requests for Informiitlonj consultation ^ 
and assistance relating to the dental t health of handicapped 
people . , ' * \ 



♦Actions deemed to be of highest priority are Indicated by an asterisk. : 
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• Support A program of dtntal studtnt tralnlna id the care of 
haadlcapptd people* ' ' 

Every U#S. deatal school should provide undergraduate, dental 
students with special training .In the. care of handi^capped 

^ persons. At present, only about H of the 60-^tal schools 
hav« developed specific training programs in this area. 
Justification for a federally-supported training program as 
proposed is provided by the pemarkabioi impact which the 

^ tJental Auxiliary UtVization (DAU) Programs have had on the 

* ' ♦ . -. ^ 

delivery of dental care in the private practice sector. 
^ Because most schools are short on financial resources, it is 
proposed that a. g^'ants program be established to make available 
support forVyils purpose to Jental aokooln for a period of ^ 
four years. Funds could be used to support personnel, purchase 
specialised equipment^ develop teaching, materials and cp make 
. limited modificaclon& in faAlities so handicapped patients 

-> V.-. 

* can reach .treatment area«. (See also item I» which speaks 
td need to support 'faculty training in conjunction with ^ 
the student training program.) Experience . indicates . that sup- 
port for four yifars is usually necessary before a school is 
ready to continue on its own to Ceach students to care for * ' 
handicapped people (16). Curriculum guidelines for the teaching 
of (teDtisCry , f or handicapped person^ have been prepared by 
a joint cqramittee of the American Association of Dental Schools 
and the National Foundation of Dentistry for the Handicapped 

» 

, (19). It is most likely that new legislative .authority would 
be needed. 
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C. Support for the ramodellag of »«lectad private dental offices * ' * 
aad thm upgrading of lastltutlopal dental f»cllltle^ Involved 

% 

' . laH>rovldlng cAre for handicapped people ^ 

Ail long-term care Institutions for handicapped people should 

, ■ ; ■ 

be furnished with up-to-date dental equipment and supplies 

^ . * A. . 

Including Items required for rendering treatment under general 

• " *^ ' / 

anesthesia or through Inhalation sedation. Departmental grant 

support should be pade available to jtates, In an amount 
proportional to the number of Institutionalized handicapped 
*ln the state^ ^or these purposes. 

In addition, such support 8hou|^ be made available ^o*^-^— ^^"^'^^VLi,^ 

* states, In an' amount proportional to the estimated, number 
y of nonlnatltutlonallzed handicapped people In the state, 

for^ communities 'wishing to remodel one 6r more dental f acli^- tj^ 

■ ■■ . " .Itles In^that cpmmunlty for the'purpose of making thos^ 

^ y ' ^ 

facilities accessible- to handicapped persons. New legisla-- 

tiv% authority would most likely be needed to initiate the | ^ 

^ ^^k}^^^ r-...^^^- programs described. ^ 



Changes in the Medicaid law and/or regulations * 
(^Dental services fV adults under Medicaid should be a required 
benefit In all states for all needy,, handicapped persons includ- 
Ihg those who are "dentally Indigent." Currently, the provision/ 
of dental services for adults Is an optional service left^to 
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the discretion of the Individual states. 
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Furth«nnor«, th« D«p«rta«nt shouid encourage Improvement in the 
remuneration paid to dentists for treating Medicaid patients.' 
This may require an increase in the federal match paid to 
states for dental servicea. . 

Support for and implementation of dental health educational and 
informational programs for handicapped persons, health care 
providers, and others in contac'y with handicapped people* ^ 
An educational and informational program for haniiicapped per- 
sona, parents of handicapped children, persons who work with 
handicapped people on a segular basis, advocates, centers of 
independent living, and health care providers on the importance 
of regular dental care, proper methods of oral hygiene, and 
proper use or application of other dental disease preventive 
m|a«urej„,phould be establ^hed. In addition, these persons 
should bm Inforaed of wh«re handicapped persoas may obtala 
dental services « 

ThlaB»>program might be designed and coordinated by the Bureau r 
of EdiMsation ^or th« Handicapped, Office of Education. 

/ 

Support of dental disease preveatlve measures* 
Because the dental decay rate of children — including handi- 
capped children — would be reduced substantially frqm consump 
tion of fluoridated water from birth, tb« Department should 
make every effort to see that the Center for Disease Control 



0 ^f ': 



fluoridation program recaiyei -thV «upi^*t^^^^^^ 
th« attainment of tht progrjim's o|;'i^ear,.ttni^'f^*ai:; 
community fluoridation in the United SUtaii* 

* ■' * » r- ^ ■ *• ■ 1 

*. • 1 * 
■* ' * . * ' 

Additionally, support for oral hygiene and supplementary * 
fluoiride programs (in non-fluoridated ^reas) for handicapped 
P«opla is naadsd. These preventive programs can be affectively 
applied amd monitored in most settings in which handicapped 
people Atp brought together as In jipecial schools , sheltered 
workshops, independent living centers and loiig-term cate 
instltutZjns* 

Provide support for the development and expatysion of hospital 
and/or dental school based programs for handicapped people * 

*> • 
at ' 

The hospital or dental school environment would appear to be 
an almost Ideal one for providing dental services to severely 
handlcap|)ed individuals. Hospitals and dental schools have 
the necessary facilities for the diagnosis and evaluation of 
handicapped patients and for the provision^of dental services 
under sedation or general anesthesia, if necessary. Initial 
efforts In this area should be geared toward the establishment 
of at least oqe hoipital or dental school based .program qualified 
*to provide dental services for handicapped people In each Hea;th 
Service Area In the United States which such a program does 

not now exist. Care should be talcen, however, to Assure that 

i 

hospital or dental school based treatment and the provision 
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of dantal 8«rvlctt und«r sedation or g;i8n«ral anesthasla doas 
not become th4 treatment of choice for those handicapped persons 
who can and should be treated in the community In private dental 
offices without such special detention, unless^ ind^ated. 

Increased federal support of research and development relatlnj^ 

to the oral health handl<;apped persons * 

Areas of research and development which should be supported 

Include: 

o Determination of the be^t mode of delivery of fluoride 
to handicapped- people In areas lacking .fluoridated community 
water supplies. 

r 

o Development of Improved techniques of oral hygiene that 
could be used by handicapped people* 

Of 

r 

o Clarification of dental aspacts of handicapping conditions, 
treatment methodolortr and patient management (including 
behavioral and pharmacological approaches). 

o Development of standardized teaching aids and audio- 
visuals on the subjects of provider sensitivity, patient 

management and treatment and typical encounters with fre- 

\ 

quently experienced disabilities. 
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.0, EvaluAtion of th€ affactlven«ss of deatal school programs 
designed to trala deatal students to provide treatment to 
I han41cj|pped people (e«g« the recent pilot programis supported 

by^the Robert Wood. Johnson Foundation). 

(• • . " 1 , ' 

/ ■ ' 

^ o^ Development >^f technlquyi to permit local areas to 

determine the lllcely universe of ambulatory handicapped 

A 

p!erfton8» Types of disability, age, mobility / degree 

. * of self '•sufficiency and income level of the handicapped ~ 

^if thes^ factors coiild be determined — would, add to 

information needed to plan effective dental programs to 

reach this handicapped population* 
♦ 

o Documentation of the amount and degree of dental services 
delivered to the handicapped population by existing dental 
practitioners with the intent of establishing the predominant 
characteristics of participating providers; patients, services, 
bomparatlve treatment times, and other factors of value in 

4 

establishing reimbursement incentives* 

o Determination of the various portable dental treatment 
systems iiow available with the Intent on developing more ^ ^rrj 
i^^cient and less costly portable equipment that can be 
used wlth\tHe homebound or Institutionalized* 

^pi^ o Documentation of the degree of utilization of dental 

services by the handicapped population* 
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Thf tuggatctd rascarch could bate ba accoapllthad by tha 
National Intclcuca of Daacal , Kasaarch and- Che National 

V 

Cint«r for Health Services Research under existing 
authorities. 



F4\ieral support of training programs for faculty * 
If training programs in the care of handicapped people are 
to be inttituted in all or most dental schools in the 
United States , it will be necessary to develop a cadre 
of trained personnel to direct and administer such pro- 
grams. In addition to clinical skills, such individuals 
should have special knowledge in the areas of administra- - 
tlon, patient management , applied pharmacology , and the 
effective use of health personnel of multiple disciplines. 
At minimum, federal support for .at least one dental school 
to establish a tral;iing program to prepare dental faculty 
to t^iach st^ents t>-care for the nonhospltallzed 'handi- 
capped population is recommended. New legislative 
authority would be reqfuired. 

Federal support of training programs for dental hygienlsts 
and auxiliaries 



/ 



Because of the role paradental personnel can play in providing ' 
treatmept and preventive services to handicapped people , suppott 
for the development of 8pecial\)rograms should be provided 
to schools for dental hygienlsts and auxiliaries to train 
students in the care ind management of handicapped people, 
Including aldarly handicapped. paoplaL. confined. t o jiurllng 
hoaaa. It should ba recognized, however, chat ifeoat, If not 
ill, stite dental' practice acts prohibit tha provision of 



•uch ••rvic«a by p«ra-d«at*l p«r«Qnn«l without the ?upir- 
vUlon of a dentiit. N«w le^iglttiv* authority would be ^ 
required to implement this training program. ' 

Provision of financial inceatives for practicing dentists to 
attend contituiing education courses * * ^ 

Many dental practitioners are reluctant to, treat handicapped 
people because ttiey have, not been exposed to or received 
training in this ^reain their undergraduate dental studies. 
It is likewise difficult to persuade them to avail themselves 
of continuing education courses designed fpr this purpose. 
Incentives in terms of special tax deductions or financial 
support to attend such training courses would serve to increase 
the number of practitioners who feel competent to treat handi- 
capped people. New legislative authority would be required.. 

f % 
Federal support of symposia, conferences, and workshops 

o 

The recent National Conference on Dental jCare for Itandicapped 
Americans supported^by the Robert Wood Johnson Foundation 
has rekindled an Interest in 'the dental care of handicapped 
persons that should be followed up/with additional conferences 
on otA#r ^pproachat to improving access of dental care to 
handicapped people. All Defpartmental agenc^^es and units with 
progfans Impacting oti the oral health of handicapped persons 
should consider initiating and; supporting such conferences. 
NIH,^ through its Consensus Development Conference approach, 
offers one possible avenue* 



D^ractory of trta tm«nt and tr>n«portacioa^a»6urcti 
F«d«r«l support should be provided for the compilation and 
publication of a directory lladng providers of dental 
services with the skill and desire to treat handicapped ^ 
persons and. what is known about avallabl^e denial treatment 

* 

and transportation support for handicapped^ people from the 
Federal Government and from all other sources on a state 
by state basis. 

« 

Centralized system of data collection « monitoi:ing and evaluation 
Existing Departmental dental programs for the handicapped a^e 
uncoordinated and lacking in adequate data collection, monitoring 
or evaluation, resulting in the inability to analyze effec- 
tively the results of existing programs or to plan new ohes. 
A management information system that includes computer mapping 
woufd be useful in summarizing and depicting visually the 
relationships between the dental care access problems of 
handicapped people|^and program goals, dollars spent, treat- 
ment ^rendered, and health outcomes. Such reporting would 
permit analyses at national and regional levels by type of 
handicap, age group, urban/ rural residence, and othei factors. 
Analytical reports of this nature could be very informative 
in identifying program deficiencies and persuasive in obtain- 
ing CongrwslOMl support for appropriate legislation and 
funding. This activity might conceivably be a function of 
the Departmental focal point for activities relating to the 
oral health of handicapped people. 
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